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Emotional Experiences of Hiv-Positive Mothers:
Care Implications

Richardson Augusto Rosendo da Silva’, Modesto Leite Rolim Neto?, Vera Maria da Rocha?®.

ABSTRACT

This is an exploratory descriptive study with qualitative approach, where one searched to identify
feelings and expectations of HIV-positive mothers when living the experience of care for their HIV-positive
children. The sample was composed of eleven HIV-positive volunteer mothers, enrolled in the clinic of the
reference public hospital for infectious illnesses, in the city of Natal/RN/Brasil. After the signature of a free and
clarified assent term, data were collected by the application of a semi-structured interview, whose reports were
recorded and transcripted literally. For analysis, it was used the technique of content analysis, creating
categories that emerged from the proper speech. The prevalent categories in relation to the experience of care
for an HIV-positive son were: protection; anxiety; fear; loss; separation; prejudice; doubt and hope. The
condition of the mother as an HIV-positive herself was not evidenced as the biggest concern. Mothers
prioritize the needs of the child and the care for the children and the family. These data reveal "a suffering" on
the mothers which guides us for a better qualified attention, carried in a perspective of reinforcement of their
self-esteem and self-care.

DESCRIBERS: AIDS, HIV, HIV-positive mothers, care for HIV-positive children.

INTRODUCTION

The epidemic of AIDS represents one of the With dynamic profile since its sprouting, the

most serious problems of public health in present epidemic changed its transmission pattern, leaving
fime, presenting high degree of morbidity and risk groups as homosexuals, masculine bisexuals,

mortality with perspectives of a continuous growth |n!ecTob|e drugs users: and .recep’rors of conto-
_ _ I minated blood for an increasing trend of hetero-
and spread in all contfinents. The possibilities of . _ .
sexual transmission. This change on transmission
control of this disease still seem remote, despite the : .
patterns makes one find a growing frequency of

development of new therapies and the world-wide jnfected women and, therefore, a larger incidence of

effort in the search of the cure against the infection’. congenital AIDS23,
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According to data of the report published by
ONUSIDA/OMS (2004) about HIV/AIDS world-wide
situation, there is a ratio each time larger of infected
women in a percentage that grows in all Eastern
Europe, Asia and Latin America. Until December of
2004, there were 39.4 million HIV-positive people
and, from this amount, 17.6 million were women®*.

In Brazil during the period between 1980
and 2004 there were 362.364 diagnosed cases of
AIDS; from this amount, 111,314 (30,7%) of the
notifications mention the female gender. About
pediatrics AIDS, in the same period there were
13,786 cases, reaching children under 12 years old
from which 6.949 (50.5%) were male and 6.837
(49.5%) were female®.

At present, epidemiologic data show that
approximately 85.0% of AIDS cases in younger than
thirteen years old in Brazil are caused by vertical
transmission®. This modality is becoming a great
challenge for public health’, requiring new vigilance
strategies, including vigilance of second-generation
HIV infection, that incorporates on an integrated
way, data related to the infection and the behaviors
of feminine population®’.

AIDS turns infected people dependent of
new habits because of the disease. These changes in
their quotidian cause an adaptation reaction to
demands in the family and in the patient and modify
the relationship towards society'®.

In most families, the mother is responsible to
provide the care for the son, mainly the infected
one, what creates a work overload. She has the
responsibility of coordinating treatment and daily
activities''. The presence of an infected child can
perform a change in the dynamics of interaction
between HIV-positive mothers and their HIV-positive
children and this relation tends to be full of fears,
blames and suffering.

One intend, with this work, to contribute for
a better understanding about the implications of
AIDS in childhood; for a better relation between

HIV-positive mothers with their infected children and
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to awaken professionals for an integral attention to

HIV-positive mothers.
OBJECTIVE

To identify and to describe feelings and
expectations of HIV-positive mothers when living the
experience of taking care of their HIV-positive
children in the reference hospital for infectum-

contagious diseases in Rio Grande do Norte/Brazil.
METHODOLOGY

This is a descriptive research with qualitative
approach, carried in the clinic of Hospital Giselda
Trigueiro (HGT), which is reference in the treatment
of AIDS in the city of Natal — Rio Grande do
Norte/Brazil.

The population was constituted of HIV-
positive mothers with HIV-positive children attended
in the reference center. The sample was composed
by 11

voluntarily of the interviews, with the signature of a

mothers who accepted 1o participate
free and clarified assent term, obeying the following
inclusion criteria: a) to agree to participate of the
research as a volunteer; b) signature of a free and
clarified assent term by the participants; c) to have
medical diagnosis of HIV-positive confirmed; d) to
be older than 18; e) to have, at least, one child with
HIV-positive diagnosis confirmed; f) to be in
consultation in the clinic of the Hospital on the day

of the interview.

Exclusion criteria were: the non-signature of
the assent term; mothers of children younger than
18 months, with diagnosis still not confirmed and
mothers who, voluntarily, quit the study during the
period of collection.

As collection instrument, it was used an
interview with  structured questions, previously
evaluated by expert researchers in the theme and

validated through a pilot study. The interview was



composed of open and closed questions based on
intentions of this research and its bibliographical
revision.

After authorization by the HGT Directory and
approval of the project on the “Comité de Etica em
Pesquisas com seres humanos” (Ethics Committee in
Human Research) of Universidade Federal do Rio
Grande do Norte, n° 142/04, data collections were
started and lasted from March until June/2005.

Interviews took place in a particular room of
HGT during the consultation day of ambulatory
attendance of the children, what happens once per
month on Tuesdays or Thursdays mornings.
Procedures followed ethical aspects from resolution
n° 196/96 of the “Conselho Nacional de Sadde”
(National Health Council) that regulates human
research'?. Interviews were recorded and then
completely transcripted and grouped in categories

that emerged from the proper speech, according to

Rosendo da Silva, RA.; et. al.

BARDIN’s'® content analysis. Quantitative data were

grouped in frequencies and percentages tables.
RESULTS

Results will be presented considering sample
characterization and analysis of interviews with

categories according to the questions made.
Participants’ characterization
One interviewed 11 young HIV-positive
mothers, between 20 — 36 age range (average: 28
years old). About scholarity, it was observed that the
greatest amount of women did not complete primary
education (6), corresponding to 54.5% of the
(27,3%)

concluded primary education and only 2 (18,2%)

interviewed ones; 3 participants have
attended secondary education, however they did not

conclude it (Table 1).

Table 1 - Distribution of women with AIDS about scholarity according to age.

Variables Scholarity
Age (years old) 1 ed. inc. 1 ed. comp. 2 ed. inc.

n % n % n %
-l < 20 -| - - - - 1 9,1
-1 20 25 -| - - 2 18,2 1 9,1
-1 25 30 -| 2 18,2 1 92,1 - -
-1 30 35 - 3 27,3 - - - -
-1 35 40 -| 1 9,1 - - - -
Total 6 54,5 3 27,3 2 18,2

Natal, Hospital Giselda Trigueiro, March to June/2005.

Another analyzed aspect about the profile of
the participants is related to marital status. One
observed that amongst mothers, 2 (18,2%) were
married, 3 (27,3%) were divorced and, the greatest
amount, 4 (36,3%) were single mothers. There were,
amongst participants, 2 (18,2%) widowers.

The Hospital Giselda Trigueiro is a reference
center on the state of Rio Grande do Norte for

attendance of infectum-contagious diseases patients.

It was observed, then, that amongst interviewed, 8
(72,7%) came from other towns while only 3
(27,3%) were from the capital (Natal). The prevalent
familiar income in the studied sample was one
minimum salary, 8 (72,7%) participants and 3
(27,3%) earned unfil two minimum salaries. At the
time of the research, one minimum salary of

reference was two hundred and sixty “Reais”

(R$260,00).
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About the
participants (5; 45,4%) were housewives and also

work  activities, majority  of

take care of their children. Other functions related

were: maid (2) and hairdresser. Amongst the

participants, 3 (27,3%) were unemployed (Table 2).

Table 2 - Distribution of HIV-positive women about work activities according to age.

Variables Work activity
Age (years old) Housewife Employed Unemployed
n % n % n %
-] < 20 -| 1 9,1 - - - -
-| 20 25 -] - 2 18, 1 92,1
2
| 25 30 -| 1 9,1 19, 1 9,1
-1 30 35 -] 2 18,2 - - 1 92,1
-| 35 40 -| 1 9,1 -
Total 5 45,4 3 27, 3 27,3
3

Natal, Hospital Giselda Trigueiro, March to June/2005.

According to interviews, the prevalent way
of contamination was through heterosexual trans-
(63,6%)
women (36,4%) acquired HIV virus through the use

mission through steady partner. Four
of injectable drugs.

Major diagnosis concentration happened in
2001 (Table 4). Data about year of contamination
allows the observation that 1997 and 2000 had one
diagnosed case per year. In 2001, 4 (36,4%) cases
amongst the participants were diagnosed. Between
2002 and 2004 also there was only one diagnose

per year.

Expression of the feelings of HIV-positive
mothers

As stated by the objectives of the present
study, in this section some categories will be
the

interviews, according fo guiding questions. In their

presented from mothers’ speech during
talks, such feelings and expressions were reported:
overprotection; fear; donation; anxiety; anguish;

prejudice; doubts and hope. Some categories will be
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presented and the prevalent ones will be detailed af

discussion.
Overprotection and fear

One observed at mothers speech that the
daily routine of an HIV-positive child is frequently
marked by presence and risk of opportunistic
diseases creates a feeling of protection and fear in
mothers if their child suffer any violence for being
HIV-positive. The disease appears as a constant
threat and fear appears not only related to illnesses
and death, but also for the expected prejudice and
the uncertainty of future.

The following talks suggest such charac-

terization:

"We, who are mother of an HIV-positive
child, must protect him a lot all time, because
children with AIDS fall ill much more". (Interview 9)

"I' protect my son excessively, because | am
afraid he suffers any violence for having this disease"

(Interview 4)



"I'am afraid my son will be abandoned in the
future; how he will face the world2 What he will be
like2". (Interview 7)

Donation

The way how mothers express the donation
feeling evidences certain guilty about their child’s
illness. However, one observed that their HIV-
positive condition does not seem to be an important
concern. In their talks it is possible to realize that
their priority is children healthcare and for it they use

all their potential, according to these sentences:

"I try to satisfy my son totally; everything
is for him; | think | do this to relief my guilt".
(Interview 1)

"To take care of my son is in first place; he
takes all my fime and energy; | can forget my

consultation, but | do not forget his". (Interview 5)
Anxiety and anguish

Anguish and anxiety feelings are generated
in the occasions where children fall ill or get immune
protection worse, situation that is also related to an
announced death. One observes in the following
sentences:

"It is to live in anguish to know that one day |
and my son will separated; | don’t know who will die
first, but that we will be separated on Earth, this |
know "(Interview 7).

Eminent possibility of separation between
mother and child for the certainty of death, keeps
emotions linked to anxiety and anguish feelings all
time.

"Everybody knows that this disease takes to
death; | take care of my son with love; | do
everything for him; it is like a bird that prepares the
nest for its babies; it is an anguish that we live;
sometimes | cry thinking about dying and letting my

son without a mother'(Entrevista 3).

Rosendo da Silva, RA.; et. al.

Prejudice

Prejudice was seen as a present charac-
teristic in the routine of life of the mother and her
HIV-positive son, happening in the family, between
neighbors and in the proper school of the child,
being able to be related many times to lack of

information.

"It hurts me to see my son sad and isolated
when | arrive tfo cafch him at school. While all
children are playing, he is seated because the
teacher said that he can get hurt in the plays and

contaminate his mates " (Interview 2).

Despite  experiences marked  negative

feelings, many inferviewed used overcoming
strategies and support to lead their lives and to keep
"strength" to the care of herself and her children.
Amongst these strategies, one distinguished
religiosity and the expectation of cure for divine
intervention or science advances. One detaches the
categories faith and hope in the words of the

participants.
Faith and Hope

To have faith in God and hope that one day
it will be discovered the cure for this disease were
manifestations of many inferviewed mothers, which
referred to these feelings as a way to live the AIDS
and to support the anguishes and fears created by
the routine of care and diseases. Reports below

express this situation:

"My hope is in God, without faith | would not
have strength to take care of my son. Only God can
do something "(Interview 5).

“My expectation is in the cure of the disease;
| have faith in Jesus that a vaccine will be found out
fo cure us; only this way | got used to this illness ".
(Interview 1)

"I have a hope that one day | will see the

cure for this disease, fo see my son cured, then

69



NEUROBIOLOGIA, 71(1-2) jan./jun., 2008 — (Cumulative Edition)

desert will turn sea again, | will smile again; thus |
forget the hard reality to live with this illness"
(Interview 2).

DISCUSSION

Results about to the profile of volunteers
made possible their characterization as young
women, who have low scholarity and were
contaminated between 18 — 22 years old. These
data are similar to the prevalence of AIDS in
women, during the period between 1980 and 2004
in Brazil®. Studies from Ministério da Sadde (Ministry
of Health) point that 55.5% of 19 years old or more,
HIV-positive women present as scholarity basic
education incomplete'*. Actual data from Ministério
da Sadde indicates that the 90’s concentrated major
percentage of AIDS cases in reproductive age
women (between 25 and 34 years old). In 2000
15,2% of

pregnants in comparison to 1980'°. The present

there was an increase of infected
study demonstrates that 5 (45,4%) participants were
contaminated between 2000 and 2001.

The increase of cases between heterosexuals
characterizes what it has been called "feminilization
process' of AIDS. In 1983, the number of cases
notified in Brazil corresponded to a ratio of 40 men
to 1 woman; from 1998, the ratio was 2:1, with
strong trends to become 1:17¢.

Some factors are pointed to a bigger female
vulnerability to contamination for HIV in an
unprotected sexual relation: viral load in sperm;
major contact area (vaginal canal); sexual relation
during menstrual period; presence of undiagnosed
and asymptomatic Sexually Transmitted Diseases
(STD) that certainly increases the risk of infection'”.

As social vulnerability, mainly in poor
countries, women are still obliged to live unequal
economic dependence and sexual

These difficult  the
adoption preventive practice o HIV and other STD's,

relations,

submission. questions  turn

because it involves negotiation with masculine sex
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and requires a reflection about proper feminine
sexuality that lived under silence and censure in the
maiority of the cases'”.

About scholarity, data from Ministério da
Satde confirm that the lower school education, the
greater is the probability of incidence of AIDS
cases'®, corroborating our findings.

One observed in the present study that
72,7% of participants are from towns outside the
state capital. One assumes that many cases from the
capital, by involving people with better financial
conditions, individuals can be directed to other
states. On the other hand, one observed that more
frequently AIDS is gefting into small towns in
Brazil'>19:29,

Data found in this study are corroborated by
current profile of epidemic. In the 80’s almost all
cases were man infected by homosexual sexual
transmission; in the 90’s there is prevalence between

poor people, women and heterosexual sexual

15 2 carried through a study

transmission . Fonseca
HIV-positive women and it indicated housewives as
the main occupation related, as found in this study.
An important aspect to be considered is that
women only find out about their HIV-positive
diagnosis when they were pregnant and had started
prenatal follow-up. Similar data were found by
Stefani?2. Other studies evidenced that diagnosis in
women is more delayed than in men?> 24 It is
possible that such situation, still not accepted
socially, increases the stigma of the HIV-positive
women, making it more difficult confrontation with

the disease®.

Feelings and emotions

About interview data that tried to describe
these women'’s emotions and feelings, mainly about
the fact of having an HIV-positive child, one can
evidence that overprotection and donation feelings;
anxiety when the son falls ill or has to be submitted

to a therapeutical procedure; anguish for the threat



of mother and son separation; prejudice; doubts
and hope in the discovery of the cure of the illness
were present in almost all speeches.

Irvin et al?
about their child’s

anger cannot determine an overprotecting behavior.

affirm that parents concern
future, guilt and unsolved
This exactly feeling, that means extreme goodness
and patience, is evidenced in studies made with
mothers of children with chronic diseases?” 2.
Despite the inevitable separation in some hospital-

1127 'in the universe of HIV-positive

lization situations
people, there is fear of falling ill and dying,
permanently?’.

Sexual reproduction and children care still
continue to be considered as part from feminine
nature, such in education and prevention activities
as also in healthcare organization®. In low income
families, whose difficulties are more frequent, care
requires a lot of time and energy and it limits
caregivers performance of other tasks®'.

Emotional instability is a common feeling in

life32.  Mood

oscillates and daily experience with future death

HIV-positive  people’s constantly

possibility is something that raises emotional
instability. In this study, mothers presented anxiety
and anguish feelings. About it, other studies show
that HIV-positive people’s fragility is remembered
more frequently. These people are more susceptible
to opportunistic infections and to meticulous use of
medicines, many times per day, frequent medical
consultations and complementary examinations,
because an infection that used to be common, gets
life and death value. Routine changes and distance
of friends contribute for these feelings®2. With regard
to the son, loss threat and the sensation life ending,
make the mother more vulnerable and anxiety
feelings emerge in an intense way, therefore it
happens the most complex thoughts ahead the
invisible, undefinable and unexpected®.

AIDS is a disease that deeply marks infected
people, therefore it affects their physical, mental and

social well-being and involves negative feelings as

Rosendo da Silva, RA.; et. al.

depression, anguish and fear of death, inferfering
with their identity and self-esteem*.

AIDS patient isolation is exacerbated by
fears or rejection observed in healthy people,
spouses, relatives, friends, work and school mates®.
With children, the experience at school environment
many times appears as source of discrimination®. In
these situations, professors need to be informed to
serve as emotional, material and informational
support to the child® and its family.

As previously mentioned, despite the set of
fears and anguish lived by mothers, in this trajectory
there is an overcoming experience. In this aspect,
love, faith, spirituality, hope, beliefs and other
feelings are used as strategies for survival and
renewal of positive feelings. In most part of the cases
they give meant and sustentation for confrontation
with the illness, changes and losses that accompany
it'". Hope, considered as a complex human
experience, is presented as a sustentation force that
assists people to avoid discouragement and to live
longer in spite of any adversity®’.

described  the

mothers of children with cancer, demonstrating that

Pinheiro experience  of
they presented a strong feeling of uncertainty and
hope for the cure of this disease®. In a study with
mothers of children with chronic illness, it was
observed that hope in a better life and free from the
illness was a common report, where this hope was
the strategy used as a way to face the disease and to

keep searching treatment and cure''.
CONCLUSION

Results made possible the conclusion that
the volunteer mothers of this study were young,
schooled and single.

For this
aspects as youth, HIV-positive themselves and live

group of inferviewed women,
the experience of taking care of their HIV-positive

son, disclosed involved feelings as overprotection,

donation, anxiety and anguish when the son falls ill
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or needs to be submitted to a therapeutical
procedure and for the eminent separation caused by
mother’s and/or son’s death.

One can conclude that, despite the
adversity, mothers keep feelings of hope and faith as
a support for the lived situation.

The use of qualitative approach and content
analysis technique used in this study to emerge
within  manifestation of

participants  subjectivity,

feelings and doubts on taking care of a son with
AIDS.  For

identification and expression of their concerns, future

some of them, besides allowing
expectations related to the illness, fears and real
difficulties, it also allowed to share these emotions
with another person, what is difficult of being done
during attention in hospital services.

Finally, one expects that discussion of this
subject contributes for a better understaning of the
complexity that involves AIDS in childhood and in
women and, that it stimulates professionals
approaches based in sensitivity to attend integrally

the needs of those who live with AIDS particularities.
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